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The field of disability studies has made great strides in its short history – gaining recognition in academic departments, empowering self-advocacy groups, and drawing attention to the importance of the physical and social environment to people with physical and cognitive difference. Many disability related theories have been inspired by feminist and African American studies scholars, and most have centered on people with physical impairments. Disability scholar Michael Bérubé (2010) explains that the field’s focus on physical disability is partially caused by the fact that “you don’t find a lot of people with severe cognitive disabilities holding academic positions” and that, because of fears surrounding speaking for another in this “post-something” academic era, scholars and advocates have been reluctant to discuss the issues encountered in this population. As a result, a disability related model of human rights has struggled to include all ranges of intellect and cognition.


Recently, however, scholars and advocates have begun to write and speak about those with non-physical impairments as they relate to disability studies and rights. One particular group of people in a unique position to relate to a diverse range of disabilities is those who are on the autism spectrum. As a disability related to culturally unaccepted social, communicative and behavioral differences, autism is relative to discussions on disability as a socially mediated state. Since autism is commonly associated with cognitive impairments, either ‘real’ in the statistical sense of having a quantitatively lower intelligence score or assumed from a different communicative style and a history of the assumption that those with autism were also intellectually impaired, it corresponds to intellectual disabilities. As a state of being that often manifests in physical behaviors such as repetitive motor movements and unique gaits, autism can also be aligned with physical disabilities. Finally, as autism has been historically conflated with schizophrenia and is still perceived as a psychiatrically based disorder as evidenced by it’s continued presence in the Diagnostic and Statistical Manual of Mental Disorders (American Psychiatric Association, 2000), autism is sensitive to the concerns of the mental illness population.


As such, autism and people on the autism spectrum present an ideal case with which to consider the major tenets of disability studies as they are related to cognitive impairment, mental illness, and psychological and physical disability. After reviewing several crucial issues of the field the current essay will focus on how autism can elevate the issue of human rights and disabilities to more fully consider people with a range of bodily and mental states.

The Issues


Historically, disability has been seen as a sin or site of charity, punishment or signifier of prophetic powers, a monstrosity or cosmological prank, a state of purity or demonic possession. People with disabilities have been fully integrated into communities in attempts to make disability disappear or, as is common in contemporary times, been selectively integrated concurrently with discussions of full integration that serve to relieve the majority from the guilt of segregation (Stiker, 2003). Disability studies is still in its infancy and is dealing with the difficulties of heterogeneity of impairment, varying definitions of disability, an ill formed vernacular and vocabulary to use, and a sparse library of phenomenological accounts to consult (Scully, 2008). Consequently, there remain foundational debates on the definition of disability, the relationship people with disabilities have with the currently non-disabled, and the model on which to define broad human rights and to build a rights movement. 


Finding an appropriate definition of disability began by distinguishing between ‘disability’ and ‘impairment’. Many scholars agree with the WHO classification that defines ‘impairment’ as a physical or organic difference and ‘disability’ as a lack or restriction of activity that results from the impairment. Disability occurs when a person’s social and physical environment leads to exclusion or difficulty (Holzer, Vreede, & Weigt, 1999; Oliver, 1996). These definitions are both simultaneously widely accepted and criticized. The creation of a definition of disability that includes all people with difference while maintaining the ability to address the unique experiences of people with a variety of differences has become a formidable task, bringing definition to the forefront of disability debates. Some argue that disability is a culturally shaped interpretation of bodily difference as deviance (Garland-Thomson, 1997; Snyder & Mitchell, 2006) while others insist that disability should be organized around an ideology of oppression (Campbell, 2009; Charlton, 1998). The debate remains unsettled and is crucial for the creation of a useful and congruent identity category.


Constructing an identity category that binds together the disability community while recognizing the needs of distinctly different disability types presents a unique challenge to this field. One contested consideration is whether to construct disability as a difference in relation to the majority, requiring special consideration and tolerance, or as so trivial the differences are trumped by similarities between people with and without disabilities. Scholar Tobin Siebers (2008) explains that identity politics assumes people should focus on differences in order to maintain identities and be heard through a united front. Liberal politics, on the other hand, assume that all minority groups will be subsumed into the majorities effectively omitting difference. The question of same or different often comes down to the political approach being argued – human rights or identity (Develieger, Rusch, & Pfeiffer, 2010). Disability, like most other minority identities, is based on an unchosen trait (Scully, 2008) embodied by an individual who must then decided whether to embrace or blend.


The decision to incorporate or reject difference from one’s identity is influenced by the dominant Western models of disability – the medical model versus the social model. In disability studies the medical model has been roundly rejected as a construct that disgraces and blames the individual for their difference while simultaneously perpetuating the unwantedness of difference. Stigma becomes a self-fulfilling prophecy when expectations related to the label reduce a person to be reliant on social institutions that emphasize and reinforce the abnormality of a difference (Estroff, 1981; Linneman, 2001). The social model, however, has also come under criticism for not appreciating the phenomenological experiences of people with various disabilities. When proposing that mass social changes will eliminate all disability, the model neglects to appreciate the daily difficulties and pain of living with disability (Seibers, 2008; Turner, 2006). This perspective is particularly dismissive of people with intellectual impairments who are not especially disabled from physical, changeable infrastructure. 


The split between those with physical disability and those with intellectual disabilities is another long-standing issue. Many people with physical disabilities do not want to be considered under the same identity category as those with intellectual disabilities. Some fear that the stigma of cognitive inability will seep into stigmas of physical inability. Those with intellectual disabilities fear that the issues confronted with physical disabilities, especially in relation to self-reliance, will not properly address their daily concerns and dominant issues (Carey, 2009). The split is present in the minds of the public as well. People with physical disabilities have historically been more integrated into and visible throughout communities, however many communities did not know what to do with people with cognitive, intellectual or psychiatric disabilities. Thus, they frequently turned to segregation, exclusion and deprivation of rights (Albrecht, 2003; Carey, 2009). 


Richard Jenkins defines competence as “the capacity or potential for adequate functioning-in-context as a socialised (sic) human” (Jenkins, 1998, p 1). Allison Carey defines intellectual disability as “a level of intelligence significantly lower than average that affects a person’s ability to meet the cultural and social expectations of his or her counterparts” (Carey, 2009, p 13). Having autism does not automatically result in the presence of incompetence or intellectual impairment, but under these definitions, many are assumed to be incompetent or intellectually disabled in Western culture. Daniel Linneman (2001) states that when applied to a person with autism, the characteristic of intellectual disability or mental retardation, “obscure[s] or obliterate[s]” (p 183) the presumed mindedness of the individual. Since mindedness is often thought to be a bedrock of humanity (Linneman, 2001), then many people with autism are relegated to a less than human status. This presents a problem in the application of human rights to the autistic community.

Disability and Human Rights

 
Human rights theories, including social contract, utilitarianism, citizenship and those based on humanity, have all been criticized by disability scholars for excluding certain individuals based on a set of abilities required to participate (Seibers, 2008). These requirements place disability at the center of human rights issues (Groce, 1999) especially those with intellectual impairments who “offer an opportunity to explore the nature and limits of concepts like justice, rights, respect, care and responsibility” (Kittay & Carlson, 2010, p 2). People with intellectual impairments have been granted some legal and civic rights, most of which are ‘positive’ rights in provisions for education and health care. ‘Negative’ rights, however, have been mostly neglected. These include issues such as the right to assembly and worship (Carey, 2009) and are considered to be basic human rights, yet are overlooked in legal and civic discourse.


To be considered eligible for human rights, one must first and foremost be considered a part of the human population, a membership that some believe is negated in those with highly significant physical and cognitive disabilities (Singer, 2010). Bryan Turner, on the other hand, argues that human rights are to be enjoyed based on one’s state of being a human and the frailty and vulnerability this entails. This approach makes the human rights framework highly suitable in which to consider disability and impairment. As such, the axiomatic nature of human rights considers the concession of humanness on others a requirement in order to be recognized as human oneself (Turner, 2006). Yet, disability complicates this argument for some, like Peter Singer, based on a social worthiness of a person with a different set of abilities and capabilities (Seibers, 2008) as is often the case with autism.


Human rights are supposed to exist outside the realm of social worthiness as well as social or civil rights. Yet when the rights of citizenship are removed, there is no protection for one’s status as a human being, endangering the implementation of human rights (Turner, 2006). One avenue on which to ensure and advocate for civic and human rights is through self-representation and advocacy. Personhood is proclaimed in phenomenological accounts found in the media, health settings and other social institutions. It is negotiated by people with disabilities, their parents, educators and caretakers; and yet personhood is often ignored in people with impairments (Ingstad & Whyte, 1995) particularly for those with significant autism for whom verbal communication presents a particular challenge. 


Narratives of personhood in autism are, however, infiltrating the public image and are working to shift the perceptions away from assumptions of autism as a socially awkward, isolated and debilitating state of being (McGeer, 2010). Temple Grandin (1995) describes her thinking as being composed of images and pictures, and ascribes many of her professional successes on this ability. She notes that this style of thinking is similar to that of animals. Does this, she asks, make her less than, or entirely not, human? Definitely not. Autistic thinking and autobiographies are particularly susceptible to “testimonial injustices” (Scully, 2008) when people assume that a lack of ‘theory of mind’
 negates the ability for self-reflection and discredits the representativeness of their experiences (McGeer, 2010). A perceived inability to represent one’s personhood, or have it adequately and accurately represented by others, jeopardizes people with autism’s eligibility for human rights. Autism scholar Majia Holmer Nadesan (2005) proposes that the constructs of autism that negate one’s humanness reflect contemporary society’s widespread anxieties about and desires for opportunities of personhood.


As many people with autism do not communicate verbally, there is a reliance on others to represent them within the community. Interdependence amongst human populations has become one way in which disability scholars promote the universality of disability rights and a more appropriate structuring of human rights designations. It is also a criticism or other frameworks for civil and human rights that are rarely created with an awareness of dependence and the relationships it creates (Kittay, 1999). Some scholars propose that the best and only solution to ensure equal access to human rights is the creation of a community based on dependent relationships (Kittay, 1999; Turner, 2006).


Some activists have taken a more immediately realistic approach by attempting to redefine both autonomy and rationality by placing rationality at the intersection of situational and relational factors and dependence at the very center of the human condition (Carey, 2009). Many non-Western societies recognize the ubiquity of human need and the centrality of symbiotic human relations. They may identify disability not in the inability to care for oneself, as is done in the West, but as a disturbance of interdependence (Hahn, 1995). This is but one reason that the disability rights movements is occurring primarily in Western nations, where individual autonomy predominates (Davidson, 2010). It is also a reason that people with autism are concurrently assumed to be entirely independent, living in a state of internality, and be completely reliant on others. These are two of the many assumptions subsumed in the numerous myths of autism that negate the humanness of people with autism. As such, I propose a new framework for human rights based on respect, dependence, similarity and neurodiversity.

Autistic Human Rights


Developing a model of rights that will include the wide range of humanity and recognize the unique needs of individual bodily and cognitive states is a difficult task. A good model should do this while also ensuring a high quality of life for all members of the human community. While the presence of a fully supportive welfare state would be ideal for people with disabilities, this requires both the identification of minimum standards for everyone’s welfare and structures to ensure these standards are consistently met (Oliver, 1996). Alternatively, a model based on the recognition of the relational nature of exercising rights, instead of the requirement of individual capacity, could lead to the creation of a community built on the support and inclusion of all members. This model would require a commitment throughout America to inclusion and social justice, a goal that seems untenable at present (Carey, 2009). Models based on the universals of dependence (Kittay, 1999) and the fragility of the human state (Turner, 2006) have also been proposed and, while they do demand a shift in dominant cultural values, may be more attainable. These models, however, fail to fully expose the range of human expression and needs of the individual.


Formulating a model of human rights based on the construct of autism and those associated with the condition may provide an answer to these issues. Here, a model can be constructed that is based on the inherent dependence of the human state, the distinct individuality of all people, and respect for the diversity within the human population.


Eva Kittay (1999) and Bryan Turner (2006) have proposed models of human rights based on dependence and fragility, respectively. These models compliment each other and apply to issues encountered in the autism population. Turner’s “common [human] ontology...grounded in a shared vulnerability”(p 6) focuses on suffering which Kittay’s relational dependencies can work to alleviate. All people take part in relational networks which aid in the exercising of rights, yet these rights must be recognized and respected by people in the community and in the social institutions set up to secure access to rights (Carey, 2009). This is especially true for autism, which is a disability that is largely based on relationality – the majority of the traits linked with autism are characterized in terms of relating to other people, even internality and aloneness must be defined through the consideration of other people (Straus, 2010). 


A model based on dependence relations that considers the devaluation of people with autism highlights the variety of relationships within the human community. Many people strive to maintain acceptable and valued dependent relationships, such as those in parenthood and with the elderly, yet this value needs to be extended to accept alternate dependent relationships as well. This includes the dependence of a paraplegic in some self-care tasks as well as the dependence of a nonverbal autistic person in communicating a desire to be left alone. The central element here is the destigmatization of dependence in favor of respect for the compassionate reciprocity possible in dependent relationships. This could become the central feature of a new and improved definition of humanness and human rights.


Autism is identified as a state of extreme independence, reflecting a psychiatric trend to pathologize extreme levels of highly valued traits
 (Straus, 2010). The paradox of autism is that, in a culture that strives for autonomy and dependence to such an extent that it stigmatizes most dependent relationships, there seems to be a level of independence that requires rehabilitative efforts. Yet by removing the stigma of dependence, the extreme valuation of independence and autonomy will lessen and so will, perhaps, the pathologization of an ‘overly’ independent state. Social skills programs, communication training, applied behavior analysis, and other interventions that are implemented with autistic individuals reflect the desire to create a more culturally appropriate level of independence. Many people with autism struggle with communication difficulties and desire to better navigate the social world and do find these programs helpful. However, often times these efforts fail to consider variations in desired amounts independence among individuals.


This misrecognition is partially related to a system that provides categorical diagnoses which assume the presence of a set of characteristics, which may or may not be experienced as problematic. The variety of expressions of autism is articulated in the maxim, “If you know one person with autism, you know one person with autism” (Hacking, 2010). This individuality is often neglected in most education and training programs that center in ‘individualized’ programs. Here, the individual attention is built on a set of skills and behaviors deemed advantageous by the education or mental health team. Again, there are many families and people with autism for whom these programs dramatically help increase the quality of life and are driven by compassionate people. Yet, in consideration of a human rights model there is a need to emphasize the individuality of each person with autism and his or her specific wants and needs. This, as Michael Bérubé (2010) points out, includes the right to make what others consider poor decisions. A person should have the right to eat unhealthily or not develop and maintain close friendships. Thus, a model of human rights based on autism needs to lead towards the respect of the presence and types of dependent states as well as the individual desires for the necessary components of high quality of life. 


Finally, the model needs to include a consideration for the sphere of humanity that rejects attaching designations of normality or abnormality. The neurodiversity movement, which considers autism as a part of the spectrum of human neurological expressions, is a leading example of this tenet. Alison Carey (2009) points out that in modernity, we rely on standardized tests, competition, and designer babies to reach a valued criterion of intelligence, or at least identify one’s place in the hierarchy. However by basing human rights on a recognition of a range of ability and intelligibility that is not reliant on testing or behavioral expression could be developed by looking towards the autism community. People with autism often are highly intelligent in traditional and non-traditional ways, yet are assumed intellectually impaired in the presence of behavioral or communicative differences. However, placing everyone on a sphere, instead of a spectrum, of human variation respects difference without the implication of a value based on where on the spectrum one falls. A sphere of abilities recognizes a diverse range of abilities and capabilities within one person. Nearly everyone possesses a characteristic or trait that could be placed along the autism spectrum – intense focus, shyness, difficulties with communication, an distinctive gait, preference for routines – so instead of pathologizing a certain amalgamation of the traits, an acceptance of them all would facilitate an ethos of inclusion. The presence of any more or less of these traits does not deem an individual any more or less human. 


As seen above, people with autism are often refused equal consideration within the human community based on different communication abilities, leaving many without a verbal voice and persisting in a state of interdependence and stigmatization. Often treated as second-class citizens, people with autism have historically been placed in institutions, hidden in sheltered workshops, refused viable employment, stared at, misunderstood, misrepresented and rejected from ‘normal’ society. When an individual’s access to rights is inextricably linked to their position in the social stratum (Carey, 2009), a person with autism in the West is almost certain to receive unequal access. People with autism reflect almost all condemned manifestations of difference in America: different behaviors, gaits and verbal intonations marked the presence of difference as does a physical impairment; an absence of or difference in verbal communication often implies to others the presence of intellectual impairment, even in those without; and behavioral unpredictability plus a historical link with schizophrenia mark autism as a psychiatric illness; and the presence of highly valued traits, even at extreme levels, link autism to “normates” (Garland-Thomson, 1997). Human rights models do not have to rely on a single doctrine - dependence or fragility or oppression or humanness or capability. The autism based model described here is built on a base of dependence, individuality, and human diversity. Thus, autistic human rights allows for the inclusion of the entire sphere of cognitive, intellectual, physical and psychiatric traits within the human condition.

Bibliography

Albrecht, F. (2003). Disability values, representations and realities. In P. J. Develieger, F. Rusch & D. Pfeiffer (Eds.), Rethinking Disability: The Emergence of New Definitions, Concepts and Communities. Antwerp, Belgium: Garant.

American Psychiatric Association. (2000). Diagnostic and statistical manual of mental disorders (4th ed., text rev.). Washington, DC: Author.

Baron-Cohen, S. (2003). The Essential Difference: Male and Female Brains and the Truth About Autism. New York: Basic Books.

Bérubé, M. (2010). Equality, freedom, and/or justice for all: A response to Martha Nussbaum. In E. F. Kittay & L. Carlson (Eds.), Cognitive Disability and Its Challenge to Moral Philosophy: Wiley-Blackwell.

Campbell, F. K. (2009). Contours of Ableism: The Production of Disability and Abledness. New York: Palgrave Macmillan.

Carey, A. C. (2009). On the Margins of Citizenship: Intellectual Disability and Civil Rights in Twentieth-Century America. Philadelphia: Temple University.

Charlton, J. I. (1998). Nothing About Us Without Us: Disability Oppression and Empowerment. Berkeley: University of California Press.

Davidson, M. (2010). Universal design: The work of disability in an Age of Globalization. In L. Davis (Ed.), The Disability Studies Readers (3rd ed.). New York: Routledge.

Davis, Lennard J. (2008). Obsession: A History. Chicago: The University of Chicago Press.

Develieger, P. J., Rusch, F., & Pfeiffer, D. (2010). Introduction. In P. J. Develieger, F. Rusch & D. Pfeiffer (Eds.), Rethinking Disability: The Emergence of New Definitions, Concepts and Communities. Antwerp, Belgium: Garant.

Estroff, S. (1981). Making It Crazy: An Ethnography of Psychiatric Clients in an American Community. Berkley: University of California Press.

Frith, U. (1991). Autism and Asperger Syndrome. Cambridge: Cambridge University Press.

Frith, U. (2008). Autism:  A Very Short Introduction. Oxford: Oxford University Press.

Garland-Thomson, R. (1997). Extraordinary Bodies:  Figuring Physical Disability in American Culture and Literature. New York: Columbia University Press.

Grandin, T. (1995). Thinking in Pictures and Other Reports from my LIfe with Autism. New York: Vintage Books.

Groce, N. E. (1999). General issues in research on local concepts of beliefs about disability. In B. Holzer, A. Vreede & G. Weigt (Eds.), Disability in Different Cultures: Reflections on Local Concepts. New Brunswick: Transaction Publishers 

Hacking, I. (2010). How we have been learning to talk about autism: A role for stories. In E. F. Kittay & L. Carlson (Eds.), Cognitive Disability and Its Challenge to Moral Philosophy: Wiley-Blackwell.

Hahn, R. A. (1995). Sickness and Healing: An Anthropological Perspective. New Haven: Yale University Press.

Holzer, B., Vreede, A., & Weigt, G. (1999). Introduction. In B. Holzer, A. Vreede & G. Weigt (Eds.), Disability in Different Cultures: Reflections on Local Concepts. New Brunswick: Transaction Publishers.

Ingstad, B., & Whyte, S. R. (1995). Disability and culture: An overview. In B. Ingstad & S. R. Whyte (Eds.), Disability and Culture. Berkeley: University of California.

Jenkins, R. (1998). Culture, classification and (in)competence. In R. Jenkins (Ed.), Questions of Competence: Culture, Classification and Intellectual Disability. Cambridge: Cambridge University Press.

Kittay, E. F. (1999). Love's Labor: Essays on Women, Equality, and Dependency. New York: Routledge.

Kittay, E. F., & Carlson, L. (2010). Introduction: Rethinking philosophical presumptions in light of cognitive disability. In E. F. Kittay & L. Carlson (Eds.), Cognitive Disability and Its Challenge to Moral Philosophy: Wiley-Blackwell.

Linneman, D. R. (2001). Idiots: Stories About Mindedness and Mental Retardation. New York: Peter Lang.

McGeer, V. (2010). The thought and talk of individuals with autism: Reflections on Ian Hacking. In E. F. Kittay & L. Carlson (Eds.), Cognitive Disability and Its Challenge to Moral Philosophy: Wiley-Blackwell.

Nadesan, M. H. (2005). Constructing Autism:  Unravelling the 'Truth' and Understanding the Social. London: Routledge.

Oliver, M. (1996). Understanding Disability: From Theory to Practice. London: Macmillan Press.

Scully, J. L. (2008). Disability Bioethics:  Moral Bodies, Moral Difference. Lanham, Maryland: Rowman & Littlefield Publishers.

Seibers, T. (2008). Disability Theory. Ann Arbor: The University of Michigan press.

Singer, P. (2010). Specieism and moral status. In E. F. Kittay & L. Carlson (Eds.), Cognitive Disability and Its Challenge to Moral Philosophy. West Sussex: Wiley-Blackwell.

Snyder, S. L., & Mitchell, D. T. (2006). Cultural Locations of Disability. Chicago, IL: The University of Chicago Press.

Stiker, H.-J. (2003). Can disability be thought of in terms of difference? In P. J. Develieger, F. Rusch & D. Pfeiffer (Eds.), Rethinking Disability: The Emergence of New Definitions, Concepts and Communities. Antwerpe, Belgium: Garant.

Straus, J. N. (2010). Autism as Culture. In L. Davis (Ed.), The Disability Studies Reader (3rd ed.). New York: Routledge.

Turner, B. S. (2006). Vulnerability and Human Rights. University Park, PN: The Pennsylvania State University Press.

� Theory of mind is defined as one’s ability to intuit what another person is thinking or feeling based on their outward expressions, history, and body language. It has been proposed as a specific deficit in people with autism (Baron-Cohen, 2003; Frith, 1991, 2008).


� Extreme thinness become anorexia, extreme energy is attention deficit hyperactive disorder (Straus), extreme attention is obsession (Davis, 2008). 






